The aim of this study was to explore palliative home care physicians' experiences regarding end-of-life breakpoint communication (BPC). This is a qualitative study where focus group interviews were conducted and analysed using qualitative content analysis. The results show that the participants saw themselves as being responsible for accomplishing BPC, and they were convinced that it should be regarded as a process of communication initiated at an early stage, i.e. proactively. However, BPC was often conducted as a reaction to the patient's sudden deterioration or sometimes not at all.
| INTRODUCTION
Palliative care should be introduced early in the disease trajectory to enable advanced care planning, thus affirming life and resulting in dying being regarded as a natural part of life (WHO, 2002) . Planning endof-life care involves communication among professionals and patients and often the patient's family. Through different phases of a disease, every patient is entitled to receive understandable information, to be given the opportunity to ask questions and to discuss his/her prognosis and medical condition (Walczak, Butow, Bu, & Clayton, 2016; Worldwide Palliative Care Alliance, 2014) . This is equally important in the approach towards death so that the patient has opportunity both to express his/her individual preferences regarding care and treatment as well as to achieve as high a quality of life as possible, even when close to death (Andreassen, Neergaard, Brogaard, Skorstengaard, & Jensen, 2015; Schou-Andersen, Ullersted, Jensen, & Neergaard, 2016) . However, numerous studies show that communication between physicians and patients in general is not optimal, despite the fact that both patients and their families find communication about, for example, prognosis to be one of the most important aspects of care at the end of life (Diamond, Corner, De Rosa, Breitbart, & Applebaum, 2014; Evans et al., 2014; Horlait, Chambaere, Pardon, Deliens, & Van Belle, 2016; Nedjat-Haiem et al., 2017; Winner, Wilson, Yahanda, Gani, & Pawlik, 2016) .
In Sweden, end-of-life communication between physician and patient when the patient is transitioning from the early palliative care phase to the late palliative care phase and when death is imminent is often conceptualised as breakpoint communication (BPC) : this is the concept we use in this study. When further disease-directed treatments are deemed futile, BPC provides an opportunity for the patient to receive information about, and discuss the hard reality of, ending treatment. BPC should be conducted, at the latest, when the main goal of treatment transitions from the prolongation of life to the relieving of symptoms, and when death is inevitable in the foreseeable future Empathetic and respectful BPC containing clear and honest information about the transition to end-of-life care is crucial for both the patient and the family in several respects. For example, Lundquist, Rasmussen, and Axelsson (2011) found that informed patients are more likely to die in their preferred place than those who are uninformed. In addition, informed patients have parenteral drugs prescribed as needed to a greater extent. Furthermore, the same study found that it is more common for informed patients' families to be offered bereavement support (Lundquist et al., 2011) .
Individually adapted information about the severity of the situation is crucial at the final stage of life so that the dying patient and his/her family are given the opportunity to set priorities and prepare as much as possible physically, emotionally, socially and existentially for what lies ahead (Clayton, Butow, Arnold, & Tattersall, 2005; Clayton et al., 2008; Dy, Apostol, Martinez, & Aslakson, 2013; Miccinesi, Bianchi, Brunelli, & Borreani, 2012; Wright et al., 2008) . For there to be time to address these priorities and to make preparations, information must be communicated in a timely manner. However, studies show that information is often conveyed too late, making it impossible for the patient and family to express their care preferences, such as preferred place of death (cf. Clayton et al., 2005; Neergaard et al., 2011; Laryionava, Heussner, Hiddemann, & Winkler, 2015; Pfeil, Laryionava, Reiter-Theil, Hiddemann, & Winkler, 2015) . Currently, BPC in Sweden is often initiated late, possibly only a few days before death, making it difficult to include the patient in decision making regarding medical treatments and care goals (Lundquist et al., 2011) .
Despite the studies highlighting the importance of communicating information regarding deterioration in a timely manner, this often does not happen. For BPC to be initiated and for the patient to be given the opportunity to communicate with the physician providing the treatment, more needs to be learnt about this specific type of communication. The physician is medically responsible for providing a diagnosis when disease-directed treatment is unlikely to prolong life and when palliative end-of-life care is optimal. Since the responsibility includes communicating this information, it is important to explore the physicians' experiences of BPC so as to understand their view of the process and so as to learn how BPC can be supported and initiated.
| AIM
The aim of this study was to explore palliative home care physicians' experiences regarding end-of-life BPC.
| METHODS

| Design
This was a qualitative study in which focus group interviews were conducted and analysed using qualitative content analysis (Krippendorff, 2013) . Focus group discussions were the method of choice because they have the potential to engage group members in a dynamic discussion, thus providing rich information (Morgan, 1997) .
| Settings and participants
This study was conducted in three different regions in Sweden, two rural and one urban, in which specialised palliative home care with multi-professional teams was being offered. The teams provided care around the clock, and all teams had access to backup wards. Although some teams (those in the rural areas) had at some point enrolled a patient under the age of 18 for a variety of reasons, they almost exclusively cared for adults. All physicians employed in the palliative home care teams at the time of the study received written and oral information about the study and were invited to participate. The physicians of the palliative home care teams available at the time of the focus group discussions all participated in the study. The participants (n = 18) included both men (n = 11), and women (n = 7), and they had 1-18 years (median = 4 years) of experience working as physicians in palliative care.
| Data collection
In 2015, four focus group discussions with 4-6 participants in each group, and one individual interview (one participant could not participate in the focus group interview as planned and was therefore interviewed individually) were conducted and led by the first and second authors. Different opinions exist regarding the suitable number of participants for a focus group. Some suggest no fewer than 5 (Jamieson & Williams, 2003) , whereas others believe that 4-6 participants is optimal for conducting a focus group interview (Wibeck, 2010) . In our study, the number of participants was suitable for the aim. The interaction between the participants in the focus groups motivated the choice of method for data collection. The participants were asked to discuss their BPC experiences with one another and were asked by the group leader to discuss the care in more detail, to discuss further examples of similar situations or to reflect upon how they felt and reacted in those situations; they were also asked how they perceived and dealt with the patients' reactions in the described situations. All of the discussions were tape-recorded, lasted between 45 and 80 min and were transcribed verbatim.
| Data analysis
The transcribed text was analysed using qualitative content analysis (Krippendorff, 2013) . The content analysis was found to be appropriate for the aim and the data, and allowed the analysis to move from a text-close analysis to a more interpretative level if necessary. All of the interviews were compiled as one and read as a whole several times by the first author so that a first impression could be gained before they were discussed with the second author. The first author then identified meaning units, which consisted of text passages with similar meaning, and discussed them with the second author before starting the work of labelling these meaning units with codes. The codes consisted of labels that were close to the participants' original descriptions. The codes were checked back to the meaning units several times by the first and second authors before being grouped together based on similarities in content and then being abstracted further into categories. The steps in the analysis process were continuously discussed between the first and the second authors in an effort to reach transparency and to deal with pre-understanding so that it did not steer the analysis. The authors shared critical reflections, compared the codes and found similarities and differences that could categorise the data.
Before the categories were final and agreed upon by all of the authors, they were discussed, compared and somewhat revised (Table 1) .
| Ethical considerations
This study was approved by the Regional Ethical Committee in Umeå (Dnr 2014-216-32M and 09-022M). All of the participants provided their written consent. They were ensured their confidentiality and were informed that participation in the study was voluntary.
| RESULTS
In the focus group discussions, the participants shared experiences of BPC. The discussions were rich and in-depth in all of the focus groups.
Similar issues were raised in the individual interview as well as in the focus groups. In the analysis, three categories were identified: challenged by the concept and content of BPC, experiences of proactive BPC and uncertainty affecting BPC. These categories are further described below; the categories are illustrated in Table 2 with verbatim quotations from the focus group discussions.
| Challenged by the concept and content of BPC
BPC was described as being a concept used in discussions with other professionals. The concept of BPC was not utilised in communication with patients. The participants expressed the fact that there was a need for a shared concept of dialogue about ending treatment, e.g. oncologic treatment, and information about imminent death so that it could be discussed among professionals. However, the current concept of BPC was criticised by many of the participants, who found it misleading since it indicates there to be one clear occasion only, i.e. one obvious breakpoint, at which to provide information, something that none of the participants felt was the case (Q1). Instead, they described how BPC was best when based on the continuous communication of several informative discussions with the patient and his/her family that is initiated early in the patient's disease trajectory. Although the participants emphasised the fact that an established concept was important in the facilitation of discussions between professionals, they experienced a lack of consensus and a lack of deep understanding regarding the actual content of BPC and the way it could best be conducted. For some participants, this tied with feelings of frustration when they felt "forced" to click in a check-box in the Swedish National Register of Palliative Care (Q1) or to make a note in the patient's journal that BPC had taken place without having to document anything about the content. Sometimes the participants could read in a patient's journal that there had been previous BPC with another physician in another unit (sometimes not a palliative care unit). However, with no documentation regarding the content or the way the patient was coping, it was particularly difficult to continue the process of BPC. The participants mentioned that BPC contains medical information and that the content depended on the individual patient. They believed that BPC should be individually adapted to each patient. However, this was difficult to accomplish due to insufficient documentation in which information about both the content of previous discussions and the patient's reactions was lacking.
Because it addressed death, BPC was described as being unlike any other type of dialogue or information. The participants found BPC to be professionally and personally challenging, as well as demanding; discussing death with a patient was described as being a unique type of dialogue, particularly when, as new physicians, they felt unprepared for this type of communication (Q2). They expressed how discussing impending death while trying to promote meaning and hope regarding matters in life other than cures or the prolonging of life was a difficult balance that affected them on a personal level as well. The physicians found it particularly challenging when they had little professional experience with palliative care and BPC.
| Experiences of proactive BPC
The participants sometimes described themselves as "an informer"
and someone who "provides" information during BPC. The participants described BPC as being at its best when there was a process of communication. During continuous dialogues with the patient and his/her family, information about the situation and deterioration could be communicated incrementally. The participants described this continuous communication as being proactive and being initiated when the patient was still quite unaffected by the disease, preferably after already having been offered palliative home care. When BPC was proactive, the participants said it allowed them to listen to the patient and obtain a sense of what he/she knew. They could start the dialogue from there, with regard to how the patient was coping. The participants also said that when proactive, they could pay attention to any specific fears regarding the future, e.g. fear of pain, or fear of choking to death, which could then be discussed. The participants felt that communication was most successful when information was adapted to each patient, i.e. based on how he/she seemed to be coping. The participants said that BPC sometimes gave a sense of relief to the patient and his/her family, confirming what the patient already intuitively knew (Q3). Adapting information and connecting it to previously given information was described as contributing to being on the "same level"
as the patient. The participants claimed that many patients already had a realistic insight into their prognosis and the severity of their situation (Q3). When they did, it facilitated communication between the patient and the physician. Furthermore, adapting information was easier when the physicians had several years of professional experience. When BPC was proactive, it was easier to be prepared and well informed about the patient's trajectory, current situation and prognosis. the patient what he/she thought about the situation and what steps he/she wished to be taken in case of rapid deterioration. When BPC was conducted proactively, the participant could initiate a short discussion before the patient became too weak (Q4), let the patient rest for a few days and then have him/her return for a follow-up discussion. Proactive BPC was often discussed, and somewhat planned, by the palliative care team members as a group. The nurses, who had the daily contact with the patient, then reported the patient's situation and physical deterioration ahead of the BPC.
The professional team and the patient's family were both described as being an essential part of the communication process (Q4). According to the participants, proactive BPC was enabled by, and was at its best when supported by, well-functioning multidisciplinary teamwork.
Support from, and close collaboration with, colleagues was described as being crucial to accomplish proactive BPC. In particular, close cooperation with the registered nurses (RNs) was emphasised because the RNs were often the professionals who best knew the patient and family. Most often, BPC was initiated by another team member's (mainly the RN's) perceptions of deterioration. Proactive BPC was described to enable consensus regarding further planning with the patient and the patient's family. The participants mentioned that sometimes BPC was even more important, and of more use, for the family than for the patient, i.e. when the patient had come to terms with the situation more than the family had, and when the patient had deteriorated at an unexpectedly fast rate or was unconscious. The participants emphasised the importance of the family being given information so that they and the professional team could work towards the same goals. However, it was sometimes difficult to help the family accept the situation of "only" end-of-life care instead of a cure or life prolongation. When BPC was proactive, there was a greater likelihood that the family was better prepared and had a realistic understanding of the situation.
| Uncertainty affecting BPC
Uncertainty on several levels was described as impeding BPC, especially for the physicians who were quite new within palliative care. For example, the participants described uncertainty regarding when the time was right for BPC and regarding how to conduct BPC. Reasons for feeling uncertain included a lack of experience with palliative care, a lack of experience or training regarding communication and a lack of knowledge about how to handle demanding dialogues, such as those involving dying and death. The participants also said that they were uncertain as to how to convey medical information about severe deterioration while simultaneously promoting hope (Q6). The participants expressed a fear of being wrong about the patient's medical status and of conducting unnecessary BPC. At the same time, they expressed high demands on themselves and a high level of expectation when it came to achieving successful BPC (Q5).
The participants stated that as a consequence of an uncertain prognosis and a lack of communication skills regarding issues such as death, information was often given in an acute situation near the patient's imminent death. They described this as reactive BPC and added that sometimes BPC was not initiated at all. Prognosis was particularly difficult when the patient was older and/or when the disease was not steadily progressive. A cancer diagnosis was described as "easier" to follow and easier when predicting a possible trajectory than, e.g. the diagnoses multiple sclerosis (MS) or chronic obstructive pulmonary disease (COPD) (Q6). Timing was described as one of the most difficult components to consider regarding BPC. When the "right time" was never found, BPC was not conducted. The participants said that when BPC was reactive, i.e. conducted as a reaction to the patient's sudden severe deterioration, it was difficult for the patient to express preferences or for the information to affect the family's planning constructively.
| DISCUSSION
| Summary of the main results
In this study, the experiences of palliative home care physicians in terms of end-of-life BPC were explored. The results show that BPC is a concept used in discussions among professionals only and is not applied in discussions with patients. The participants in our study emphasised how important it was for BPC to be conducted proactively. In practice, however, BPC is often conducted as a reaction to the patient's sudden deterioration or is sometimes not conducted at all. As a consequence, the patient does not receive the information he/she is entitled to. Our 
| Barriers to the BPC process
Our study shows that the physicians were uncertain when it came to the timing of BPC due to difficulties in prognostication, particularly if the patient had a diagnosis other than cancer. However, the issue of timing may be avoided if BPC is considered a process, i.e. initiated before the patient is too ill, with continuous communication following the disease trajectory. When, however, BPC is regarded as one dialogue only, the pressure on the physician to find the right time for that one and only BPC discussion increases. Furthermore, if there is only one episode of BPC, then there is a risk that the physician on duty at the point in time when BPC must be conducted is not the physician who has been providing treatment and consequently does not know the patient or his/her family. If, instead, BPC is considered a proactive process, the patient and family are given a fair chance to participate in recurrent dialogues with the same physician. This allows patients to be given an opportunity to reflect on their situation and information, return for more questions and perhaps make adjustments in their lives.
Our results show that end-of-life discussions, such as BPC, that involve death and other existential issues have the potential to also affect the physician on a personal level. This is consistent with previous studies showing that existential dialogues are often perceived to be demanding and difficult (Braun, Ford, Beyth, & McCullough, 2010; Johansson & Lindahl, 2012; Udo, Danielson, Henoch et al., 2013; Udo, Melin-Johansson, & Danielson, 2011; Udo, Melin-Johansson, Henoch, Axelsson, & Danielson, 2014) . In our study, physicians experienced insecurity regarding what and how to communicate during BPC. The need for communication training, highlighted in our study, confirms previous studies regarding physicians' lack of communication skills (Carter et al., 2006; Evans et al., 2014; McClung, 2013; Rhondali, Burt, Wittenberg-Lyles, Bruera, & Dalal, 2013; Syed, Almas, Naeem, Malik, & Muhammad, 2016; Winner et al., 2016) . Communication training has the potential to contribute to increased confidence in conducting demanding dialogues involving existential issues (cf. Bishop et al., 2016; Udo et al., 2014) and thus enhance the quality of care. Communication training may also compensate for sparse practical experience and help physicians feel better prepared. The physicians in our study noted that they, A third barrier to proactive BPC identified in our study, in addition to a lack of communication skills and an uncertain prognosis, concerns insufficient documentation. Currently, there may be a note in the patient's journal that BPC has occurred, but according to our results there is no further information about what has been said or how the patient reacted. Improved documentation is necessary for the care team to enable the patient's and family's involvement in end-of-life care (Lindström, Gaston-Johansson, & Danielson, 2010) . To increase continuity in care, there must also be continuity in documentation where the physician also has access to previous medical records so that information can build upon what has previously been communicated.
| STUDY LIMITATIONS
This study has several limitations. First, when conducting a qualitative analysis, there may be a risk of bias because of the authors' pre-existing understanding. In our analysis, this was addressed by continuous critical and reflective discussions among the authors. Furthermore, in the analytical process, there was constant movement between the different steps, ensuring that every step was firmly based on what had been expressed by the participants. It is also important to keep in mind that the focus group discussions are subjective and based on the physicians' perceived experiences and are not objective descriptions of events. The lack of ethnic diversity in this study must also be considered.
| CONCLUSIONS
Our results show that physicians regard BPC as a process of communication that needs to be initiated at an early stage, i.e. proactively, and that continuity in care is a prerequisite for a proactive BPC process.
More detailed documentation of previously initiated BPC constitutes an important part of this process, allowing different caregivers access to the documentation and allowing them to follow the patient's trajectory. To improve high-quality end-of-life care based on a respectful process of communication, physicians' uncertainty regarding the content and timing of BPC needs to be addressed especially when the disease trajectory is difficult to predict.
